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My last point is on the need for international mental disability law and we
have some encouraging signs of this from the United Nations. Why do we
need comprehensive international mental disability convention?
First, to cover the gaps and to remove inconsistencies of which I have
already spoken.
Second, and probably most important with respect to the situation in
Eastern Europe, to introduce reform in the legislation and in the practice of a
number of countries. These are countries that do not have local societal resources to undertake a comprehensive reform of their legal system and to
adapt them to the requirements of the international standards. There is no
favorable public opinion. The only resource for reform is international indictments in one way or another. The fact that the Bulgarian government knew,
for instance, that the Bulgarian law is inconsistent with the norms of the European Convention of Human Rights back in 2000, when the first case was decided, but accepted to review the legislation only when a second case was on
its way to be decided by the European Court, is very indicative of where this
reform can start from and where the driving forces of this reform can be.
Last, but not least, we need a comprehensive international mental disability law in order to empower patients and better protect their rights, not only at
the domestic level, but at the international level.
Thank you very much.
Il.

HUNGARY:

THE

SOCIAL CARE HOME REPORT

ASSISTANT DEAN ELLMANN*: I would like to welcome every one
to the panel on the Hungary Social Care Home Report. My name is Steve
Ellmann. I am an Assistant Dean and professor here, and I was also, long ago,
a mental health conditions litigator. It is a privilege for me to come back to
these issues and moderate this panel. We have five panelists, a distinguished
set of folks, three from Hungary and two from New York Law School.
Let me say a word about them and we will start. The first speaker will be
Gabor Gombos, the president and founder of Hungary's Mental Health Interest
Forum, the source of the report that we are about to discuss.
He will be followed by Dr. Katalin Peto, a psychiatrist and vice-president
of the Mental Health Interest Forum who currently works in an out-patient
clinic for psychiatric patients.
The third speaker is Eszter Kismodi. She is a lawyer, a legal advisor to
the Mental Health Interest Forum, and is an LLM candidate at the University
of Toronto Law School. The fourth and fifth speakers are Sara Rotkin and
Jean Bliss, New York Law School students.
Welcome.
This is Gabor Gombos.
* Associate Dean for Faculty Development and Professor of Law, New York Law School.
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MR. GOMBOS*: Good morning, ladies and gentlemen.
First of all, I would like to apologize for my poor English. Please try to
keep in mind that my native language is Hungarian and it is not easy to speak
about difficult and sensitive issues in a foreign language.
I am very grateful to be here and I would like to thank the organizers of
the symposium, especially Michael, for the invitation to be a speaker at this
conference.
I will begin with a brief introduction about myself, because I think it is
important if you want to understand why this Social Care Home Project, which
we will introduce the report on, is really interesting, important, and rather
unique in the European region.
My background is that I have a psychiatric label, so I am a mentally ill
person. I do think that I am completely recovered, but society still treats me
very often as a mentally ill person. I am not only the president of the Hungary
Mental Health Interest Forum, but I have positions on various organizations
and am very proud of being the chairperson of the European Network of
Users, Abusers, and Survivor of Psychiatrics. This is why the question of
involuntary commitment and treatment is very special and important for me.
Before I start my presentation, I must tell you that one of the big failures
of the so-called survivor psychiatric movement until now has been that the
movement was quite divided and could not find a proper way to answer this
very basic question of involuntary commitment and treatment as acceptable or
not. I want to be very pragmatic and very practical in my presentation. I do
think that what the consumer survivor movement has achieved in the last
years, or in the cases that they show, is that there are alternatives to conventional psychiatric mental health or support that can or might work. In many
cases they might prevent the possible involuntary commitment and treatment.
The Hungarian Mental Health Interest Forum Report was not the first
report. There were several before. The first one was published in 1996 by the
Parliamentary Commissioner of Human Rights in Hungary. Actually, she visited five homes for the mentally ill. I use this phrase, but do not take it literally. It is the translation of the kind of institution so I refer to it in such a very
rude way. I can't help it. So she, the Parliamentary Commissioner, visited
five social care homes for mentally ill and identified a lot of violations or
breaches of constitutional rights. At the same time, Eric Rosenthal and his
place in Hungary, visited various places, including social care for mentally ill
* Gabor Gombos is a former theoretical physicist and survivor of psychiatry. Since 1993,
he has been active in the human rights advocacy of people with psychiatric diagnoses. He was
one of the co-founders of the first Hungarian NGO to fight for the human rights of mental
patients. Later he founded the first consumer/survivor only association in Hungary. Since
1996, Mr. Gombos has been increasingly involved in the European and international (ex-) user/
survivor of psychiatry movement. At present, he is the president of the consumer controlled
Hungarian Mental Health Interest Forum, Chair of the European Network of (ex-)Users and
Survivors of Psychiatry, board member of Human Rights Committee of the European Disability
Forum, member of the editorial Board of Mind Freedom Journal.
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as well, and after the Parliamentary Commissioner, MDRI published their report right after on the abuse of rights.
These two reports together resulted in a scandal. For a while the media
was very much interested in the rights and every day life of people living in
social care homes. This was a very important period because just at this time
the first self-help consumer survivor organization was established in Hungary.
I am really very proud of being or having been involved in Mental Disability
Rights International's first fact finding mission-in Hungary. It is quite unique
for a human rights or mental disability rights organization to come into a country and contact user survivor groups. It is extremely important and it should
be followed in the future as well.
In 1999, the Society for Social Equality, a professional organization of
social workers and staff people who work in various social institutions, published research which was not about the human rights situation, but it was
about the facilities themselves. How do the social care homes look? What are
their material conditions? How much money is allocated for them? How is
the money used? They did this in a very significant way. But this report or
this research extended to all the fifty-two social care homes for the mentally ill
because there are fifty-two institutions like that in Hungary.
What are these social care homes? I think we will hear about that later,
after my presentation, but I must tell you that they are the dead-end for those
who are labeled with a major psychiatric diagnosis and who do not have a
supportive family. Because of the lack of social support networks in the community, they end up in a social care home for the mentally ill, very likely until
the end of their life.
All in all, about eight thousand Hungarian citizens live in these long term
dead-end like institutions and in the 1999 report by the Society for Social
Policy, which was the first study that stressed all of these institutions, the
priority was not human rights, but still some of the consequences have a lot to
do with human rights. In the year of 2001, the European Committee for the
Prevention of Torture or Degrading Treatment or Punishment published its
report on Hungary. They visited Hungary in 1999, and due to the efforts of
several non-governmental organizations, they also visited one social care
home for the mentally ill where there were or had been cages. Eric Rosenthal
and his team visited Hungary and there were nineteen cages.
After MDRI's report was published, eighteen of them were withdrawn,
but still there was one cage when CPT visited Hungary in 1999. In its report,
CPT explicitly said that the use of cages or cage beds is torture, and then they
withdrew that cage bed as well. But in 2001, the Hungarian Mental Health
Disability Forum, a consumer survivor control coalition focusing on the
human rights of everybody who is labeled with a psychiatric diagnosis, including those who live in social care homes, still found twenty-eight cage beds in
eight of the social care homes. These figures are much smaller than the
figures were in 1996, for instance.
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This, as I mentioned, until now was done by more or less professional
organizations, except for Mental Disability Rights International. The user, former user, and survivors of psychiatric services, had no say in this human rights
or fact-finding mission.
It is important to know what kind of consumer survivor control incident
of the project existed in 1997, the Voice of Soul. The Voice of Soul was the
very first such organization in Hungary, and started a project in social care
homes, not because we liked the institutions, but as a fact there are eight thousand that these attorneys passed up, which is probably more than are living in
these institutions. We wanted to make a kind of contact with them so we
organized cultural visits and visited the social care homes, not in order to do
human rights monitoring, but we learned a lot about some of the social care
homes and we could involve some of the residents of the social care homes in
our reports and could make alliances with some of them.
In 1997, there was a symposium by Voice of Soul and Hamlet Trust to
adopt a training package which was broadly used in social care homes to train
both staff and those residents active in various patient councils or other resident self-governing bodies. Also in 1997, Voice of Soul began this training in
the social care homes for mentally ill. Imagine an organization which consists
exclusively of users and survivors of services; mentally ill people sent to lecture to social care homes for mentally ill offering a kind of training for their
staff. You can imagine what was their response was. There was none at all in
the beginning, but soon after our other projects, these cultural and other gatherings and events, one of the social care homes said, "Why not? Let's try it.
What does this thing look like?" We told them and then they had a very good
idea and taught it to other people in mental care homes. We were invited
happily into sixteen of the social care homes with this training material.
In 1998, the Organization of International Symposium together with
MDRI, an international organization participating on various advocacy models, were preparing to set up a broad coalition to lobby for change on the
societal level regarding human rights and services provided for those who are
labeled with psychiatric disorders. I mean that users and survivors in Hungary
understood it was extremely easy to ignore our views when we submitted our
proposal to the legislature. This period was a very heavy legislation period.
We had a new health care act and the social care act, which was modified
several times during the period.
The guardianship changed during this period. It was really an observation that if an organization of exclusive users and survivors of psychiatrist
services submitted changes or proposals, we didn't receive any response. The
idea came from Mental Disability Rights International to set up a kind of
council and to try to collaborate these potential allies from other stakeholders,
including service providers, professionals, et cetera. So in 1998, the International Symposium was a preparation for that. People interested in what kind
of models exist in other countries, other post-communist countries and the set
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conclusion was that all these so-called mental health coalitions, which are supposed to fight for the development of human rights of people with psychiatric
disabilities, has been ruled and controlled by professionals and the United
States survivor participation was merely tokenistic.
We decided not to repeat those models. But finally in 1999, the Hungarian Mental Health Interest Forum established the user survivor control in
the governing bodies of the organization and the majority of people who are or
have been users or survivors of psychiatric services themselves.
We had several main objectives in our monitoring and study of the social
care homes. We wanted to monitor the human rights of each social care home.
We wanted to study the legal background based on international and domestic
law - and Eszter will speak more about that in a few minutes - we wanted
to make reports for the amendment of the social care act and health care act,
and we want also to introduce a pilot project in ten of the fifty- two social care
homes on effective and sustainable advocacy models.
The basic human rights we were interested in were human dignity, selfdetermination, and right to health care. Now I think on health care, not psychiatric, but general health care, because people with psychiatric diagnosis
lying in institutions are quite often ignored when general health is in question
the right to privacy, personal liberties, freedom of movement, right to contact
and communication, freedom of thought, conscience and religion, right to
complain, and the right to participate in public affairs were the main issues we
examined.
Our methodology was announced on-site visits. There was a debate
before the program if it is meaningful to visit the institutions in an announced
way that management can prepare for the visits, but finally we decided, yes,
although they can hide several things. For instance, they could hide some cage
beds. But their attitude, the staff's attitude, toward the residents of the social
care homes cannot be changed in one day, so we decided that announced visits
can be meaningful and can establish a contact with the social care homes
which later at least enables the mental interest forum to do unannounced visits
as well and at the present time we do unannounced visits. We went there and
looked around without prior arrangement. We made semi-structured interviews with the head of the residence. We made two visits, with residents and
staff. We observed and documented what we saw using some kind of tool we
call a monitor sheet and sent by post a questionnaire on the accessibility of
health care and guardianship data. The tool we used to monitor or evaluate
sites and the questionnaire we mailed about medical care and guardianship
issues are available in our report, so you can read them.
We prepared the activists who did the real visits and semi structured interviews, and again I must emphasize that the majority of these activists were
ex-users and survivors of psychiatric services themselves. We started in 1998,
by training people that were organized by Voice of Soul users and survivors.
Then we had advocacy training several times organized by Mental Disability
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Rights International where people came to Hungary and gave us very useful
and effective training from advocacy issues. A Hungarian foundation on patients rights organized a training course on patients right issues and many of
the activists of our projects participated in that. Together with Hamlet Trust, a
UK trust organized training in the year 2000, finally the activists who visited
the institutions met and discussed their experiences, reports, et cetera, and supported each other because emotionally this work was extremely exhaustive.
We did the human rights monitoring in all of the fifty-two social care
homes. We published our findings in Hungarian and English in print and on
the web. We organized an international conference in October 2001, with
more than one hundred participants, including national and international
human rights organizations, the management of social care homes for mentally
ill and residents council, the office of the Parliamentary Commissioner, and
some ministries, et cetera. The Hungary Mental Health Interest Forum made
several proposals on the amendment of the social care act and on the health
care act, and resulted in the Ministry of Social Affairs knowing about the
restraints that are used, for instance, the cage beds in some of the social care
homes.
We participated in the discussion in the Health Care and Social Committee of the Parliament. We gave permanent representation to the National
Health Council. Now we are here and can report on the findings that I still
have.
We had major findings on infringements on human dignity. To study
human rights violations breaches coming from the institution based on overcrowded conditions, conflicts between residents, et cetera. Violations were
observed in several institutions, but not all. Punishment of residents, denial of
right to leave, recommendation of the use of pocket money, bed locks that are
requested not be locked. The staff calls residents by their first name, enters
rooms without knocking, et cetera. Some striking infringements of privacy
regarding residents as an object not a human being, endangering of health and
life, sometimes, for instance, a cage bed. In the year 2000 one man tied in a
cage bed was locked up. There was a fire and he burned in the cage bed.
Regarding the right to medical treatment, we found many differences
among institutions concerning availability of general psychiatric health treatment, as well in the field of health care screening. There is only part-time
psychiatric care available in most social care homes and at the same time huge
doses of medication. So they use neuroleptic medication. Sometimes it is a
nurse or even a non-qualified staff person who administers an extra dose and
obviously it is very dangerous and a violation of human rights.
Availability of medication, insufficient rehabilitation: I would say there
are two, rehabilitation in the institutions, because everybody considers them as
dead-end institutions. Striking infringements of rights involving the right to
medical treatment, competent treatment in psychiatric wards. Regardless of
what they need, they are sent back immediately to the psychiatric ward. Major
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findings on privacy, overcrowding, torture, doors locked, problems with intimate or conjugal rights. Another very frightening thing is that there are
twenty some year old people in these social care homes as well, and they spent
all their lives in these institutions. They should have a right to some sexual
relationship and how to do that. Problems experienced in several institutions
is that wardrobes cannot be locked, and there is untoward handling of money
and cigarettes by staff, with an insufficient number and state of bed locks, and
lack of intimacy rooms.
What is that in some of the homes? There are rooms where if some
people want an intimate relationship with each other, they can go and use that
room, but the intimacy rooms can't be used most of the time. This is a very
gross breach of basic human rights. There is a lack of marital rooms. There
are some married couples, but they cannot live in the same room because the
average size of the room in social care homes has six to twelve or even more
beds. This is a striking infringement of rights. There are wardrobe closets, but
every week management or staff of the institution makes a visit and checks
what is stored in the wardrobe. The staff is ordered to be in the intimacy
room, so while there is a couple in the intimacy room, a staff person should
listen to them. There are some social care homes where there are only male
residents.
Our findings on personal freedom and restraining problems revealed systematic problems of guardianship. In the social care homes, formally every
resident or patient is a voluntary patient, but the consent is given by the guardian and not them. This is what they call quasi-voluntary status. Problems we
experienced in several homes the use of illegal measures of restraints for prevention of some future danger or for the replacement of care infringement
caused by cages and chemical restraint. I told you already that we have found
twenty-eight cages in eight social care homes, not all of them in use during the
visit. Some striking infringements. Naked residents in the cage and twelve
cages in one institution to prevent "defective" patients.
Freedom of movement is the next item. These arise from guardianship,
leaving the institution and can happen only with the permission of the guardian or permission from the director of the institution. Problems experienced in
several institutions include punishment by canceling permission to leave. If
somebody violates house rules the director or resident council, and that is
somebody that makes the decision that the person cannot leave for two weeks
or one month or so. Permission to leave is not granted by an experienced
doctor, so it is not based on the medical stages, but punishment. That is a
striking infringement of rights by leaving a permission card, which replaces
your identity card because you do not have an identity card if you are a resident. It has your photograph, address of the social care home, and even the
diagnosis was there in some cases.
Communication problems on a systematic level. Nobody, no family
members or friends, want to visit their family members or friends who live in

N.Y.L. SCH. J. INT'L & COMP. L.

[Vol. 21

social care homes and sometimes even if they want to they cannot because
they are two or three hundred kilometers away from the original place of residence of the person. A problem we experienced in several institutions is the
liberty of making phone calls and is not reassuring. In twenty-five institutions,
almost one-half of the institutions, letters are opened by the staff, the visiting
hours are limited, institutions cannot be approached by public transportation.
There are striking infringements of pride. The residents are not allowed to
make phone calls at all. In justified cases, it is a member of staff who makes
the call for them.
Freedom of thought, conscience and religion. The most serious problems
arise from the virtual inability of the institution and regulation of going
outside. The religious observance of those belonging to non-historical
churches is especially difficult. In psychiatric institutions, the freedom of
thought can be limited by the fact that these can be interpreted by the institution as a worsening of the illness.
Further, the fear that complaints may be interpreted as a worsening of the
illness. Lack of accessibility and regular information, complaints must be
filed to those persons who are authorized to limit liberties, like the director and
residents' council, people who can punish you. They can withdraw your permission to leave the institution. Lack of advocacy forums or their tokenistic
existence, competence disturbances, lack of consumer right representatives.
More than ninety percent of the residents are under guardianship and the
guardians are not interested in filing complaints.
In terms of violations we observed in the right to participation in public
affairs, again, the major problem is coming from guardianship. They do not
have a right to vote and they cannot attend or hold functions. For instance,
more than one-half have no advocacy forums and these are only tokens. Their
members get no training. Residents are only "shop window" members. The
residents' council's function is only in some institutions. Their authorization,
terms of operation, and competences are not clear.
Finally, I would like to summarize what kind of recommendations the
mental health forum makes. This is a minimum program, very minimum program. Individual level rights protection, the competence of consumer rights
representatives should include the affairs concerning institutional statutes,
placement, change of placement, and guardianship, right to complain, interest
of legal capacity, modification of the social care act and of the civil code.
These issues or some of them have been sought. We also made recommendations on the rights protection on the institutional level, obligatory residents
councils, so we have, say, every home must have council, legal regulations,
must be educated, they must have guaranteed rights. Participation of rational
advocacy organizations in advocacy forums that would be extremely important
on the systematic level.
We suggest that national advocacy organizations like Mental Health Interest Forum should be taken seriously and should be reported. We also made

2002]

SYMPOSIUM

a very minimum recommendation about the future: What to do with the existing social care homes for the mentally disabled. Extending and financing of
community based care and a moratorium on the admittance in psychiatrist care
homes and formation of rehabilitation units in each care home. In most, they
do not have rehabilitation units. They do not have rehabilitation staff. They
have no rehabilitation.
More and more residents must be involved if there are to be meaningful
psychosocial and rehabilitation programs. Then a broad deinstitutionalization
can come, and, finally, the reforms must be based on the expertise of the staff
of the homes and of reform experts as well as on advocacy organizations with
a meaningful involvement of users and survivors of psychiatric services.
Thank you very much for your attention, and thank you to my colleague
Michael Perlin.
ASSISTANT DEAN ELLMANN: Thank you very much for that illuminating description of a very insightful and disturbing report.
Our next speaker is Dr. Katalin Peto.
DOCTOR PETO*: Ladies and gentlemen, first of all, I would like to say
how glad I am to get this invitation and have the possibility to come here and
to share my experiences working with PAV. I really don't know what to say
after Gabor Gombos. I hope that you will understand me and, if not, I hope
somebody will help me.
I would like to tell you something about my background. I am a psychiatrist and I have been working for many years in an out-patient clinic in one of
the poorest districts of Budapest. A big part of the residents of this district are
and/or have been poor; they are very elderly and isolated people who live
without family and without any real social life. They are poor, and the impoverished can need medical care in a very short time. Dehydration could cause
confusion and if somebody is confused that is easy to tell. He or she is a
medical case. The other part of the residents were and still are gypsies, without any real possibility to get a job. After the changes of regime, there are a
lot of homeless people in that district.
For me, it has taken a long time. In the 1980s, we realized that lot of
people have to be sent to the psychiatric court, not because of poverty, and not
based on the fact that they are essentially or basically mentally ill. I wanted to
save their lives. I used at that time the terminology "the medicalization of
poverty." Now we could say that it is the lack of community-based mental
health service.
I gave the title of my paper, Who's Interest is it Anyway? I would like to
begin with a quotation of Istvan Bibo from the 1945, CRISIS OF HUNGARIAN
DEMOCRACY, which is, "Human dignity is one and indivisible."
* Dr. Katalin Peto is a psychiatrist, psychoanalyst, and in charge of an outpatient clinic for
mentally ill patients in Budapest, Hungary. Dr. Peto is also the elected Vice President of the
Mental Health Interest Forum.
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I am glad to tell you about, one, a short history of the social care home
system in Hungary; two, about the legal regulation; three, what and who are
the residents of the social care homes, and how and why they get there; and,
four, problems of rehabilitation.
The advocacy and the protection of psychiatric patients' rights and interests is a common interest of the patient, the psychiatrist, and society. It is of
course in the patient's interest to be cured as soon as possible or to get rid of
suffering caused by the symptoms of his or her disease. The doctor has chosen
his or her profession in order to be able to help his or her patients in a most
effective way. It is an obvious interest of the society to have the least days out
of work, a minimal number of persons declared disabled, and a working force
to be utilized effectively and in the long run a fully working and sane family.
The possibility to promote this interest is in principle given. The number
of effective medications with less side effects has been increasing, but the
problem with them is that they cannot be ordered free by the doctor.
Psychotherapeutical methods with a wider range of application are available,
and there is a wider range of medication available, but they are not final by
social insurance.
The patients' rights in the National Health Act of 1997 are in accordance
with European norms, but investment in their enforcement would require a
network of outpatient psychiatric clinics, halfway houses, day clubs, but the
basis of the community based mental health system are still missing.
Formal legal regulation is but one very important part of this development. But one thing is the spirit of the law and another thing is its application
in every day practice. It would require the transformation of our traditional
techniques and mentality. There have been variable changes in the field of
psychiatric care and considerable change has occurred in both the field of psychiatric care and in the air of psychiatric wards in the past decade. There has
been a breakthrough in the acceptance of the notion that patients interests must
not be exclusively represented by doctors.
Now for a short study of the social care homes system in Hungary. In the
1950s, the history of social care homes for the mentally ill was established in
order to take care of psychiatric patients who were not able maintain their
living conditions alone and needed social care. The system of institutions had
practically changed the pre-war family based program -

CSAP -

in Hun-

gary. In the framework of CSAP, volunteer families lodged psychiatric patients for whom immense personal social care was required. The lodging
family derived a small benefit from the state. They got lodging, food, and if
they were lucky even, a family member role. In return, the lodged person
could help around the house.
After the second World War, the system was misinterpreted as exploitation and there were, on the other hand, establishments intended to exempt the
socialist society from mentally disabled as they regarded the problem as bourgeois problematics. It seemed obvious to establish barracks that were once
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castles far away from the capital, usually at the borders of the country for the
care of psychiatric patients.
The second point is legal regulation. The rights of patients living in social care homes and the possibility of enforcement of these rights are regulated
by the 1993 Act III and by the 1/2000 provision of the Ministry of Social and
Family Affairs and in the different guidelines. It is important to mention that
patients' rights laid down in the Health Care Act are valid for psychiatric patients as well.
According to the Act 11 1993 on social care, 67, paragraph (1) "Persons
unable to care for themselves or able to do so only with permanent assistance
shall be provided with meals at least three times a day, as well as with clothing
or textiles, mental care, and health care, hereinafter referred to as full-scale
services, at institutions providing nursing care;" and (2) "institutions providing
nursing care shall be in particular homes for the aged, social care homes for
psychiatric patients, and social care homes for the handicapped." Paragraph 7
states, "Social care homes for psychiatric patients shall provide nursing and
care for persons who do not require substantial psychiatric treatment, whose
state does not represent a danger or who cannot be rehabilitated, but are unable
to lead an independent life and need constant institutional care."
Even the formulation of the Act is difficult to interpret. What does it
mean that someone does not require substantial treatment? Who and how can
we foresee it for years ahead? What does it mean that someone cannot be
rehabilitated? Number three, who are the residents of the social care homes
and how and why do they get there?
It is worth considering who the residents of social care homes for the
mentally ill are according to the law? They are psychiatric patients who do
not need too much psychiatric care. They are not dangerous. They are not
deranged mentally. And they are not the raging mental patients of thrillers. If
this is so, we cannot do anything with the paragraph of the code that says that
they are not fit for rehabilitation. As we have mentioned earlier, psychosocial
rehabilitation is only available for very few in Hungary. Furthermore, the aptitude for rehabilitation is not examined.
The terms "they are not able to manage their own lives," and, "they demand constant institutional care," are also hard to interpret. There may be
many people unable to live alone without adequate help but they would not be
candidates for institutional care if half-way institutions, half-way homes, day
clubs, day care, and protected jobs were available. Many foreign and some
domestic examples show that the majority of patients who had been staying in
asylums for decades because they were said to be unable to manage a life of
their own could live outside of the institution with adequate support.
Another cause to be sent to a home may be social reasons; there is no
other choice since nobody takes care of them. For example, someone's relative dies or gets too old to take care of the patient or the patient becomes
homeless for some reason. In this case the social net is missing, there are no
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half-way institutions or it is simply poverty that takes the patient to a social
care home. With great difficulty and skill the psychiatric patient can get into a
normal social care home instead of a psychosocial one.
Of course, life is not easy in a normal care home, as here a young person
may probably meet elderly people and often people with dementia, patients
with Alzheimer's disease, which is not really leveled off by the relatively bigger freedom and being close to his or her home. There is another cause that
does not appear in the regulation. In many cases some people are admitted to
a social care home for mentally ill because he or she is seriously ill and the
symptoms could not be eased by medicine or other treatment. These are patients who operate the revolving door. This is a Hungarian term. You know
what I am speaking about. These patients are those who are getting back to
the psychiatric ward right when they are able to leave and get back into a
worse and worse physical and mental condition. There are every day clashes
with relatives, with the living surroundings, with staff, with different guardianship offices, different people, and different welfare and social bodies. Everybody is pointing to the other. The question of responsibility is usually raised
and is, "who missed what?" Police intervention and threats with police intervention are not rare.
In other words, very serious non-responder patients arrive at the social
care home for mentally ill. Though they were given the highest level of psychiatric treatment at some specialized psychiatric institution, the science of the
best biologically and psychotherapeutically oriented professionals failed, and
those are only seldom seen by the psychiatrist whose quarter-part work time is
filled with writing prescriptions.
But we were working, and I myself was working, in social care homes
where the psychiatrist never visits the patients. He writes the prescriptions in
the hospital where he works, which is many miles away. The order for the
prescription is posted by the staff, the chief nurse, or the director. They are the
ones, the non-professionals, who check the condition of the patient. They are
good-willed people, wanting to help, self-sacrificing in important matters, but
cannot substitute for professionals. But, as I have mentioned earlier, social
care homes for mentally ill belong to the social sector.
The third possible motive for placing a patient into a social care home
does not bear directly upon either with the social status of the provided social
statutes or mental condition provided or mental condition. Someone in the
family of the patient or the guardian himself would like to acquire the flat and
in these cases it is obvious to place the patient under guardianship and place
the patient in a social care home. The regular supervision of the guardianship
should help in preventing the selling of the flat of the patient if there is any
slight chance that the patient may return to his or her original living space.
Point four, problems of rehabilitation. For us psychiatrists, it is extremely important to trace the fate not only of those patients who have been
treated in the wards and out-patient clinics. The residents of social care homes
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for mentally ill-used to be our patients as well, and lack of other possibilities
as well, has been suggested by us. The monitoring work made by PEF clearly
suggests the need of a considerable part of the residents to be placed to institutions and does not come from the severity of their mental disease, but from the
missing social network.
This is for the same reason that the way leading to care homes is more
frequently a one way blind alley. The reintegration of the mentally ill patient
after long institutional placement, after decades of long institutional placement, must be a slow and a piecemeal process. If the system of psychiatric
care develops to community based provision and if the most adequate medication and psychotherapy would be available to everybody, the patients will and
should be isolated from their family, housing community, and working place
for the period of the illness. An adequately integrated care will guarantee the
community based integration of the patient from the very beginning and in this
case in a not too distant future we will perhaps not need the traditional forms
of reintegration and rehabilitation any more.
Thank you very much.
ASSISTANT DEAN ELLMANN: Our next speaker is Eszter Kismodi.
MS. KISMODI*: First of all, I thank you very much for allowing me to
be here today. I would like to thank Gabor and the PAV to have the opportunity to work in this fascinating program. I feel humbled and pleased to have
the experience from the program. I would like to thank Professor Rosenthal
and tva for letting me know more about new perspectives about human rights
of mentally disabled people.
Concerning my presentation, I would like to give the legal analysis of the
research program and the scope of international and domestic law of Hungary.
As a matter of Hungary's international treaty obligation, Hungary has
ratified a number of international human rights treaties relevant to people with
mental disabilities. All of the international human rights treaties relevant to
people with mental disabilities, including International Covenant on Economic, Social and Cultural Rights, and so on. Hungary became the first former East bloc nation to join the Council of Europe and has ratified the
European Convention for the Protection of Torture and Inhumane Treatment
or Punishment and the European Social Charter.
* Eszter Kismodi has been working of the field of patients' rights since her graduation
from the Janus Pannonius University, P6cs, Hungary. She worked as a patients' rights representative in two Hungarian hospitals in 1997 and 1998 as the member of the Hungarian NGO
Spokesperson Foundation for Patients' Rights. She started her Ph.D. studies at the Janus Pannonius University, P6cs, Hungary in 1998. She was a Ph.D. fellow in the Ben Gurion University, Been Sheva, Israel from 1998 to 2000. Ms. Kismodi conducted a survey of patients' rights
representatives in Israeli hospitals as an international colleague of the Unit of Health Rights,
Gertner Institute for Health Policy Research, Tel Aviv, Israel. She is a member of an international team of the Center of International Asian Bioethics, Israel, which is running a Health
Education program for rural Dalit women in Tamil Nadu, India, since 1998.
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The constitution of Hungary recognizes the country's obligation to conform its domestic law, and upon ratifying the European Convention, Hungary
signed two optional protocols submitting itself to individual complaints before
the European Commission of Human Rights and to the jurisdiction of the European Court of Human Rights. The rights of patients living in social care
homes and the right of enforcement of these rights are regulated mainly in the
constitution, the civil law, guardianship law, as well as the Social Care Act
Health Care Act and Guardianship Law and the provision of the Ministry of
Social and Family Affairs, and in various professional guidelines.
The revolutionary and new Health Care Act, which was adopted and enacted in 1997, created a chapter of the Act on Patients' Rights and a separate
chapter on the Rights of Psychiatric Patients by taking into consideration the
main fundamental human rights drafted in the constitution: the right to self
determination, non-discrimination, personal liberty, human dignity, privacy,
and confidentiality. Despite the international and domestic legal guarantees,
the lack of community-based services and support systems critically limits the
rights of people with mental disabilities throughout society and the absence of
comprehensive community services traps Hungary in a cycle in which the vast
majority of mental health resources are allocated to institutional care, leaving
few resources to promote or sustain community living, undermining the basic
human rights of mentally disabled people.
The commitment to a social care home is governed by the Social Care
Act. The procedures and standards for commitment under this act do not provide the basic protection permissible by court order since January 2002, which
basically can be seen as a quasi replacement of the missing social net. This
legal situation and practice violates both international requirements and the
Hungarian Constitution.
The only time a person placed in a social care home may come before a
court is during the procedure for appointing a legal guardian according to the
Hungarian law. It is the guardianship authority, the relative of the person or
the doctor, who most frequently initiates the placement under guardianship.
Until recently there was no requirement to review the guardianship status once
the person was placed under guardianship. According to the recent amendment of the civil code, the court has to set the date on which the guardianship
status has to be reviewed, which cannot be more than five years from the
placement.
Under the Social Care Act, placement in a social care home is limited to
those individuals who are mentally ill, but not dangerous and cannot live independently and require constant institutional care. Thus, according to the Social Care Act, people in social care homes do not require considerable
treatment. The terms of the act violates the MI Principles that permit the detention of non-dangerous individuals solely for the purpose of receiving treatment they cannot receive in an outside institution. A new form of care for
psychiatric patients was introduced by an amendment to the Social Care Act
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which is the halfway house, an institution of eight to twelve people. However,
the Hungarian government did not take any meaningful or realistic effort until
now to provide rehabilitation to mentally disabled people placed in social care
homes or return them to the community.
Freedom of Movement. It is not only the forced institutionalization that
can limit the freedom of movement of the resident. The MI Principles and the
Hungarian Law require that a person with mental illness be treated and cared
for as close as possible to where he or she lives. Yet many social care homes
are placed in the farthest reaches of the country. The placement of the social
care homes in the most remote parts of Hungary violates the right of the people to receive care as close as possible to their home, family, and friends.
Many of the institutions cannot be reached by public transportation in one day.
The location of the institution makes it difficult for many social care home
residents to maintain any ties with their home.
Leaving the institution is determined by internal and sometimes unwritten
house rules in the majority of the institutions. According to the law, the resident has the right to leave the institution, but this right can be limited on the
basis of his or her medical state. The usual practice in psychiatric care homes
is quite opposite to that mandated by international principles, the Constitution
of Hungary, and the Hungarian Civil Code. Only those are allowed to leave
who receive permission to do so.
Seclusion and Measures of Restraint. As was described before, the
Health Care Act strictly stipulates that restraining measures can only be used
in cases of endangerment, and if there is no other alternative to prevent the
danger. The action should be ordered and/or endorsed without delay by a
qualified psychiatrist. The restraint cannot serve as a prevention of imminent
danger, as punishment, or as a replacement for staff. The code does not mention, however, which tools can be used for this purpose. This is why the Constitutional Court of the Republic of Hungary had found the respective articles
of the Health Care Act as unconstitutional, and called upon the Parliament to
bring the act into conformity with the constitution by December 3, 2001. One
of the means of restraint used in psychiatric homes is the cage, which is also
referred to as the net-bed. Current legal provisions do not prohibit the use of
this means of restraint. However, a methodological note of the Ministry was
ordered by a working group set up by the Hungarian Psychiatric Society. In
spite of the prohibition contained in the methodological note and a variety of
arguments voiced in various professional conferences against such instruments, net-beds have been found in a number of institutions, not only in psychiatric homes, but in institutions providing care for disabled and elderly
people and in hospital wards.
Cages are inhuman, humiliating, and dangerous. It is impossible to use
them in a way that would respect human dignity. The parliamentary commissioner of citizen rights, the Rosenthal report, and the European for the Preven-
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tion of Torture have all pointed out that the use of cages is a violation of basic
human rights.
Physical and Human Conditions in the Social Care Homes. The respect
of human dignity is particularly a sensitive issue in the social care homes for
the mentally ill, as in every form of institutional life. The overloading of staff,
the defenselessness of residents, the lack of enforcement of domestic and international laws and overall systematic inertia endangers the dignity of patients in everyday situations.
Privacy in social care homes. One of the most grossly violated rights in
social care homes for psychiatric patients is the right to privacy. The conditions are far from optimal. The majority of the social care homes are overcrowded. International law has special emphasis on the right and protection of
privacy. According to the Constitution of Hungary, every human being has
the innate right to life and the dignity of privacy and no one may arbitrarily
deprive any one of this right.
Conjugal Rights. The respect of the right to sexuality of psychiatric patients as part of their human dignity and right to privacy is viewed passively in
many homes. As there is no proper place where they can have a sexual life,
people are forced into humiliating situations and conditions. The only place
where they can hide is the yard, the garden, or the barn. In many cases the
sexual life of a patient is prohibited and results in punishment. Under these
undignified conditions the conjugal privacy can hardly be maintained. The
desire of the residents for a sexual life is a basic human right, originating from
the right to privacy and dignity and self-determination secured in international
covenants and in the Hungarian Constitution, as well as in the Civil Code.
The Right to Medical Treatment. On the basis of our research there are
huge differences between care homes in terms of the enforcement of laws
regarding the right to medical care. In some institutions the general practitioner's consultation rooms and dental consultation rooms are well-equipped
and open two or three days a week, however, on some of the social care homes
provide regular dental, genecological, oncological and other screenings. In
many places the general practitioner is only on duty once or twice a week and
several institutions lack any proper medical treatment. The CPT recommended that steps should be taken to attach psychologist and physiotherapist
services to the care home and to ensure appropriate medical care for every
resident.
Right to Complain. Both international and domestic laws consider that
every patient and former patient make a complaint through procedures as specified by domestic law. According to the Social Care Act the institution shall
advise beneficiaries and their relatives on the manner in which the right of
complaint may be exercised. Most of the times the residents have no information about their rights or about existing complaint mechanisms. Under the
circumstances, it is an illusion to believe that the guardian would hurry to file
a complaint if their ward's rights were violated in some way, especially if the
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complaint was connected to the guardian. The Social Care Act introduced the
institution advocacy forums that could be important bodies of participation in
the affairs of residents.
Way to the Future. The social, political, economic, ethical, and legal
changes in the last decade have had significant effects on the health and social
care system in Hungary. Regarding guardianship, the legal capacity as to the
rights of patients with a psychiatric diagnosis, a new act that came into operation in October 2001, modifies certain codes in connection with legal capacity
the act allows the limitation of the legal capacity and guardianship. As regards
legal capacity the act allows the limitation of the legal capacity of the individual under guardianship within certain spheres. The prevention of unwarranted
legal limitations is better guaranteed if the court must specify those spheres of
activities in which the person cannot act on his or her own and needs the
guardian's help. The act keeps the provision that the guardianship authority
appoints the guardian. However, the appointment of the guardian and the precise definition of his or her tasks should be within the competence of the court.
It would be preferable if the legal opportunity would be created for the parties
to go to court in disputes regarding the execution of the guardian's duties.
Regarding the guardian, the act does not specify constitutionally guaranteed requirements even in the case of a professional guardian. It does not
define the conditions under which a person may undertake guardianship, but a
regulation limits the number of wards for one guardian to forty residents.
However, the number is sometimes much higher, up to two hundred, which
unfortunately may gain lead to abuses or to the impossibility of the effective
execution of the guardian's duties. The Parliament modified the social care
act concerning people with mental illness in 2001. The Social Care Act specifies the kinds of institutions, regulates the conditions of admittance and the
rule of regular review. It is crucial that it deal with measures of restraint. The
number of those who actually left the social care homes and returned into the
community has remained very small. The Hungarian Mental Health Interest
Forum submitted a question of public interest to the Ministry of Social and
Family Affairs in September 23, 2000, on the funds spent on deinstitutionalization projects. The answer received from the Ministry was meaningless.
The major obstacle to the deinstitutionalization program seems to be the
scarcity of financial means and lack of interest. At the time of this research
effective human rights protection of people living in social care homes for the
mentally ill was available only occasionally.
The recent amendment of the Social Care Act introduces a new institution
of consumer rights representative - similar patient rights representatives exist
in health institutions already according to the health care act. With appropriate
mediation, many of the human rights problems of the residents may be solved
in place. It is important to point out that the consumer rights representative
should represent the opinion of the patient and not his or her supposed best
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interest. He should not be loyal towards the institution, but towards the patient. To meet these needs, independence is required.
On the basis of this research, it seems obvious that a great part of the
violation of fundamental rights is caused by the institutional structure of the
care, and it can be improved only by the radical modification of this structure.
Properly qualified advocacy groups, provided with the proper methodological
help and training may play an important role in identifying these human rights
violations and working out ways to prevent them. In order for the advocacy
forum to operate effectively and in the interests of the residents, it is necessary
that the residents practice their rights of self-determination individually or collectively, regardless of their legal.
Capacity. The effective function of independent consumer rights representatives and of advocacy forums might empower the patients toward a reform of de-institutionalization based on the concept of community based
psychiatric care.
Thank you very much.
ASSISTANT DEAN ELLMANN: What we have heard so far is the
story of institutions with terrible conditions, of admission of the clients of
these institutions under very peculiar grounds, and laws which have their good
points, but also have not penetrated into reality. This report and this panel is
not just a description but a result of advocacy and we will now talk about
advocacy. Sara Rotkin.
MS. ROTKIN: Good afternoon.
First, I would like to thank Professor Perlin and MDRI for allowing me to
go to Budapest to attend the conference where I learned a lot about mental
health advocacy. Based on that experience, I am going to speak about advocacy in mental health and what I personally took away from the conference.
The key to advocacy is to promote understanding. People with mental
disabilities have rights, and these rights must be recognized by the state and
the public. These rights include the right to autonomy, making decisions
about the way in which they live their lives. The presumption that one can
lead their life in the way that they see fit is taken from those with mental
disabilities. I think the goal of advocacy, first and foremost, is to restore the
autonomy and dignity of those with mental disabilities.
Information is one of the keys to promote this goal. Information should
be made available to consumers, their families, and the community. In this
regard, the media can play a big part in overcoming negative stereotypes and
promoting understanding through the spread of information. The media
should take responsibility for their reports which tend to unnecessarily and
falsely equate mental illness with danger. This irresponsible reporting re-enforces the negative stereotypes of mental disabilities and makes integration
into the community that much more difficult.
On the other hand, the media can be a beneficial in drawing attention to
the obstacles faced by consumers, including overcoming community fear, and
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exposing human rights violations, as well as fund-raising. Awareness in the
community is essential in order to fully integrate consumers into the community. Individuals with mental illnesses are the groups most vulnerable to potential neglect and abuse. Advocacy must help ensure that individuals receive
appropriate care and treatment. Advocacy services should include general information and referrals, investigation of alleged abuse and neglect, and human
rights violations in facilities, and the use of legal and legislative remedies to
correct verified incidents.
The consumer's voice is the most important. They are the users of the
services and know better than anyone what is wrong with the current system
and what is needed. Current and past users are coming together to form advocacy groups which will help focus attention on the problems that users themselves feel to be the most urgent. These advocacy groups focus on the right to
refuse medication and treatment, access to information, and quality of life issues, such as integration into the community and the need of community
centers.
Individuals with mental health disabilities should be afforded full rights,
opportunities, and expectations for a meaningful and personally satisfying life
afforded to all members of society. Consumers of mental health services understand their own needs and desires, as well as those of their peers, better
than anyone, and are capable of acting on their own behalf. Consumer advocates are fighting for the right to participate in their own treatment, including
the choice to refuse treatment and/or medication.
Consumers believe that providers sometimes underestimate their ability
to make decisions about their treatment and the medication that will work best
for them. Consumer advocates have also started to initiate peer support groups
in hospitals and the community.
The governments of Eastern European states needs to adopt and enforce
legislation setting minimum standards for treatment in institutions to enforce
the right to community integration. This requires an investment both by the
government and the community. Community based living and working environment will allow for institutions to be phased out. This requires both a legal
and financial commitment on the part of the government.
Once again, the media can be a useful by exposing the atrocities of the
institutional living and exposing the public outcry and by lobbying of the government. Media exposure can also reach beyond borders causing other countries to pressure for change. This would in turn force the government to
become more pro-active.
Along with the voice of consumers, cooperation with mental health professionals gives the consumer advocacy movement even more credibility.
Reaching out to professionals can and should be local as well as global,
thereby pulling together the whole movement. One of the most important and
difficult areas of advocacy is securing funding. Funding is hard to find. The
government is probably one of the best places to find these funds.
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One point that was brought up at the conference was that the more money
the government puts into improving institutions, the less like they are to put
money into deinstitutionalization. Again, here the media is valuable because
the more attention put on the subject, the more likely public and private funds
may become available.
One obstacle that the advocacy movement needs to address is the fusion
of various movements. Too many splintered factions defuse the issue. A fusion of all the groups, both locally and globally, would give the movement a
larger voice. The advocacy movement must get organized and get organized
together.
Young attorneys and their role. One of the things that made the biggest
impression on me at the conference were the young attorneys that are involved
in this movement and the passion that they displayed despite all the odds they
seemed to face. For years, those with mental disabilities were isolated in rural
towns and stigma and shame went along with mental disabilities. Human
rights violations were common and overlooked by the government. Coming
from that environment these attorneys passed up what is probably a more lucrative career, to try and change a system that is both stigmatized and underfunded.
For example, Lucy, an attorney from the Czech Republic, works for the
Czech Association for Mental Health. She is self-taught in the area of mental
health law because there are no courses offered for lawyers in the mental
health field. She saw there was a need to spread information to consumers
about their rights, so she started a magazine that includes information for consumers and their family and includes the artwork of current users. This magazine is available in hospitals. Furthermore, she started a program to display
the consumers artwork around the community. This serves the dual purpose of
breaking down negative stereotypes in the community and giving the consumer a sense of pride by having their work displayed in a highly visible
arena.
Dea, a medical student from Kosovo, became involved in mental disability advocacy when she was working as a translator during on-site visits conducted by MDRI. She was so horrified by the conditions that patients were
forced to live under that she became an advocate herself. Being in medical
school, she decided to concentrate on psychology. She was told not to waste
her time. She said that there is only one psychiatrist in the institution and was
asked why she wanted to waste her life when she could have a promising
career. Despite these obstacles, Dea is trying to work with women's groups
and fight for better conditions in Kosovo.
To be honest, it was refreshing to see young attorneys identifying a problem and creating their own vehicle to initiate change. When in Budapest, Ms.
Elizabeth Bauer, a long time advocate for people with mental disabilities, reminded the participants of the conference that change takes time. The funding
and strides that have taken place in this country are thirty years in the making.
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Finally, Dr. Pfieffer, who works for the Czech Association for Mental Health,
said that human rights abuses are born of fear and solutions come not fiom
criticizing the system, but from training people to change. Lack of both legal
and advocacy training is a barrier that needs to be addressed in order to facilitate change in the advocacy system.
ASSISTANT DEAN ELLMANN: Finally, Jean Bliss.
MS. BLISS: "All persons with mental illness, or who are being treated as
such persons, shall be treated with humanity and respect for the inherent dignity of the human person and there shall be no discrimination on the grounds
of mental illness."
This is an excerpt from the United Nations Principles for the Protection
of Persons with Mental Illness, whose adoption signaled a growing consensus
among countries of the need to establish international standards in the area of
mental health and human rights. It should be noted that the language of this
resolution is not permissive. It requires that persons with mental illness be
treated with respect. It requires the recognition, not of difference, but of an
inherent and globally shared right: the right to dignity.
Indeed, as Gabor Gombos' report illuminated, all of the international
treaties and resolutions applicable to the mentally disabled stress that respect
for the inherent dignity of each person is a key foundation of human rights law
and advocacy.
These principles are not binding. However, as Eric Rosenthal and Leonard Rubenstein have suggested, the Mentally Ill Principles can be used as a
guide to the interpretation of related provisions of international human rights
conventions. Without advocates willing to get in the trenches and fight for
these ideals, so that they might become a reality for persons with mental disabilities, these treaties and standards remain mere words without action.
So what is mental health advocacy and why is it important? According to
the WHO's Mental Health Policy Project, mental health advocacy is a broad
term that describes a variety of different actions aimed at changing the major
structural and attitudinal barriers to achieving positive mental health outcomes
for the population. David Cone of the Advocacy Institute defines the term as
the pursuit of influencing outcomes, including public policy and resource allocation decisions within political, economic, and social systems, and institutions that directly affect people's lives. Advocacy consists of organized
efforts and actions based on the reality of "what is."
These organized actions seek to highlight critical issues that have been
ignored and submerged, to influence public attitudes, and to enact and implement laws and public policies so that a vision of "what should be" in a just and
decent, society becomes a reality. Whatever definition you accept, it can be
said that advocacy in the context of mental disability is about recognition of
the humanity and the dignity of the mentally disabled person, characteristics
that have been long denied in a world that is wracked by prejudice toward this
discrete and insular minority.
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In these remarks I would like to touch upon the foundations of an effective advocacy movement that were discussed by presenters and conference
participants alike at the MDRI conference in Budapest. These include parliamentary access and the importance of legislation, the integral assistance of a
legal arm, funding, community integration, and the consumer movement. Although these areas do not represent each and every point of discussion at the
conference, I do believe that they are the foundation for an effective mental
disability advocacy movement.
Before I dive in, I must take this opportunity to thank Dean Matasar,
Professor Perlin, Eric Rosenthal, and Dr. tva Szeli for the opportunity to represent New York Law School, along with Sara Rotkin, at this incredibly exciting and informative conference.
Until October, I had not had the opportunity to meet with or hear the
stories about consumers and ex-consumers regarding the reality of "what is" in
mental institutions and social care homes. This experience contextualized all
that I have learned from Professor Perlin over the past year and a half. It made
things very real for me and affirmed my desire to enter this field of law. I owe
a debt of gratitude to each of these individuals for sharing their stories and
their insights with me. That being said, let me now discuss the substance of
these comments.
A word about funding. I always find it helpful to start with the hardest
question. Certainly funding for advocacy groups is hard to come by, especially in this arena because of pre-existing prejudices and stereotypes. Mental
health is not a chart topper on government or individual agendas, and to that
end the response of many is, we will get to it, if we can. But mental health
funding always seems to be the first thing cut from the budget. So what can
advocate do to get funding? What is an effective approach? Contacts, contacts, contacts.
The media can be quite useful. Despite the fact that the media tends to
pick up on only the most sensational of institutional abuses or cases which
involve the mentally disabled, they can also serve as a helping hand. It is true
that in the past the media has proved to be a sensational barrier to a true
understanding of mental disability by latching on to tales of the dangerously
mentally ill individual. However, certain journalists have picked up on the
other side of the story and presented the truth; that the sensational case is not
the average case. Just as you probably know or are connected to someone in
the legislature, it is likely that you know someone who is connected to the
media. Professor Perlin has good friends at the major newspapers in New
Jersey that have and continue to ask for his point of view on a variety of
mental disability cases and issues. Getting the truth out there, into the main
stream through the media, is an important part of advocating for change in the
public's attitudinal perspective about persons with mental disabilities.
Funding does present a challenge to the mental disability advocate movement, but I do not believe that is an insurmountable obstacle. Training is
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expensive. Funding advocacy offices that operate on more than a piecemeal
basis is a seemingly Herculean task, but making connections with people in
the media, local and national, will, I think, allow the public to get the side of
the story that the mental disability advocate might tell about persons with
mental disabilities, a story that does not often get told.
Now some words about Parliamentary access and the importance of legislation. Legislation enables the codification and consolidation of fundamental
principles, values, aims, and objectives of mental health policies. It provides a
legal framework to ensure that critical issues, such as access to care, stigma,
and discrimination, consent to treatment, and confidentiality are addressed.
So what role do advocates play in this arena? An integral one. Advocates can and should play a very important role in drafting legislation. The
requirements of existing international human rights law should be a major consideration in any legislation concerning people with mental disabilities or regulating mental health and social service systems. To this end there can be
some cross pollination, so to speak, among mental disability advocates and
advocates focusing on other international human rights. This could be a very
productive collaborative effort since advocates in other arenas may have sound
advice and experience to share with respect to lobbying and influencing legislative change.
Now, the legal advocacy component, the attorney's role. During his presentation at the MDRI conference on advocacy success formulas, Professor
Perlin stated that he did not believe any long lasting systematic change can be
made in mental disability law without the assistance of lawyers. I would certainly agree, since I am attempting to become one, and would suggest that this
thought extends to the profession as a whole, attorneys and judges alike.
Judge David Bazelon once suggested that attorneys representing persons with
mental disabilities were walking violations of the Sixth Amendment right to
counsel, what Professor Perlin calls "sanism," an irrational precedence, like
racism and sexism. What Judge Bazelon, whether he realized it or not, probably saw was the effects that sanist attitudes had on attorneys' interactions with
and subsequent representation of their clients.
United States Supreme Court Justice Burger once suggested that parents
always act in the best interests of their children. It has been assumed that
attorneys, ethically bound as they are, or are supposed to be, represent their
clients' best interests. But who is to say what the client's best interests are?
Shouldn't the clients have a voice in what is in their own best interest? Diverging from the walking violation path, however, would necessitate really
listening and giving credence to a client's wishes and a client's thoughts.
Hearing is one of the body's five senses, but listening is an art. To be that
kind of artist requires giving mentally ill clients the same respect an attorney
extends to some clients, but listening is an art to each of his or her clients.
I am currently a student in Professor Perlin's Mental Health seminar, part
of which involves an internship at Kirby Forensic Hospital. My supervising
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attorney from Mental Hygiene Legal Services is Dorothea Constas, who had
this to say about her representation of the mentally disabled: "I treat clients
from the standpoint that they understand what I am talking about, even if I
have to simplify what I am saying. I would have to do that for anybody that I
had as a client. It is your job to counsel your client, and to be an effective
advocate you need to maintain a professional attitude. You need to know what
the law is and you need to conduct your interview from the standpoint of what
your client wants and then counsel them about whether or not those desires are
legally possible. Attorneys seem to have forgotten that they are called counsel
for a reason."
I would like to believe that this is the attitude for each and every attorney
working in this area of the law, but I am sad to say that I believe that this is
not. In the United States there has never been a uniform standard for the
representation of the mentally disabled client, but the recent case of In re:
KGF is a very good start. Hopefully this case will have legs that will carry it
across this country and to the Atlantic into Eastern Europe. KGF, which cites
two of Professor Perlin's articles on sanism, suggested that this area of the law
was so complicated that the standard for attorneys is actually heightened over
that of the standard for representing those accused of a crime.
I believe that Hungary, and indeed many of the Eastern European countries, are on the brink of a great opportunity in this area. Since their legal
system as it applies to the plight of mentally disabled persons is in some ways
still in its infancy there is an unprecedented opportunity to come out of the
gate swinging, to begin on the premise that a high standard for representation
of the mentally ill is simply required from the outset.
The legal community in Hungary, and other Eastern European countries
converting from socialist to democratic regimes, have an opportunity to forge
ahead, laying a foundation that truly underscores the dignity of every person
regardless of their mental status. They have an opportunity to deny those who
would advance sanist and pretextual arguments as to the law, the ability to put
a stronghold on progress in this arena. The legal arm, however, in order to
work in concert with the rest of the body of the mental disability advocates
will need to be trained and sensitized in this area.
New York Law School has recently instituted a mental health law course
via the internet - which Professor Perlin alluded to - that is reaching across
the globe in order to train people in the now fifty year old United States experience of mental disability advocacy. Advocates in Western Europe, such as
the United Kingdom, have recently reformed their mental health systems and
could provide assistance based on their experience thus far. This is not to
suggest that any model, including the United States' model, is perfect. However, the United States and other countries do have a head start in this arena
and could provide valuable advice on what resulted in success and what continues to present obstacles to effective advocacy.
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Rights are not self-executing. Attorneys are an integral part of arriving at
the table with a claim advocating for rights that are not realized for a lack of
legal response or cooperation is, to me, worse than no advocacy at all.
About community integration. According to MDRI's Report on Human
Rights and Mental Health in Hungary, case management, supportive residential programs, and crisis intervention, which is crisis intervention teams that
can help stabilize people in their homes, respite beds, crisis hostels, et cetera,
are not available to the vast majority of people with mental disabilities.
Outpatient services in Hungary consist primarily of the provision of antipsychotic medications, and in order for people with mental disabilities to
successfully migrate from social homes and institutions in which they might
have otherwise spent their lifetime, community services are a must. Advocates can and should play an important role in stressing the need for these
services and the idea that persons with mental disabilities are able not only
able to live safely in the community, but can also be thriving and productive
members of that community.
Now, about consumer groups. Consumer groups, family organizations,
and NGOs have a fundamental role to play in advocacy, in lobbying governments, monitoring human rights violations, raising awareness, and in providing care and support to people with mental disorders. It is essential that
governments provide them with the support that is required for their development and their empowerment. Consumers and their families need to be made
aware of the legal mechanisms in place to protect their rights and these groups
should be invited to participate in the development and implementation of policies, plans, the legislation, and in the design of educational awareness
programs.
One of the most important things reaffirmed for me in the course at the
MDRI conference was the importance of the consumer voice in the process of
mental disability advocacy. If you were to pick a class schedule, you would
be inclined to pick a professor who had worked in that field, a professor who
knew the day in and day out practices of that area of the law and could therefore give you valuable insights that only a real practitioner could have.
Why is that? Experience. Attorneys do not emerge out of the gates of
law school as perfect advocates. They learn, as most people do, by doing.
Consumers, for better or worse, have done the same in the context of mental
health. They do not have to imagine unacceptable invasions of privacy and
restraints on their liberty. Consumers do not have to imagine working for
years just to have enough money to buy a radio because they are compensated
on a different scale than for institutional labor. Consumers do not have to
imagine being treated with medications and processes they have not, nor wish,
to consent to.
In short, consumers do not have to imagine that which each of us would
rail against because they have experienced it. The importance of this group's
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voice cannot be underestimated. It is the voice of experience and a voice that
must guide the process of change.
Now about "operating at cross purposes." Mental health advocacy is
driven by agendas representing diverse, of ten conflicting and sometimes irreconcilable interests of different stakeholders. In the United States there are
various consumer-based organizations that all advocate improving mental
health. But they have varied, narrow agendas that could hamper the overall
process. If those agendas preclude working with the same overall purpose to improve the state of mental health law, advocacy and awareness in the
United States - then systemic change becomes more difficult.
As Professor Perlin suggested, some groups may fall prey to espousing
the party line of pharmaceutical companies that agree to fund their organization. Other groups who cannot reconcile themselves to that course of action
may have problems working with groups that do not appear to be independent.
That inability to work together is detrimental to the entire tide of change. It is
disingenuous to suggest that there is only one way to advocate for the rights of
persons with mental disabilities, but to sustain an effective movement the tides
cannot be flowing directly against each other and operating at cross purposes.
The sum of the whole is greater than the individual parts.
Working together, whether you are an attorney, a consumer, a family
member or an NGO, is the key to real change. A united voice for the overall
purpose can always be quieted to make room for individual pleas related to the
overall objective, but a splintered chorus makes it hard for people to understand the major message of any movement.
Now, sanism, stigma, and stereotyping. The stigma and discrimination
that people suffering from mental illness are exposed to can permeate all aspects of their lives, denying them their civil, political, economic, social, and
cultural rights. I am not going to reiterate what Professor Perlin has said about
sanism's pernicious effect on mental disability because I still have much to
learn from him on that score. I would, however, like to make a personal observation about the concept.
I came to law school desensitized to mental disability and will hopefully
leave poised to be a mental health practitioner that can affect some real and
abiding change to this area of the law. I have always thought of myself as
someone committed to the ideals of social justice and yet the plight of persons
with mental disability had, until last fall, remained in the shadows for me. I
believe that this ignorance was the direct result of sanism, admittedly perhaps
a bit of sanism on my part. I am sure that I am not the only person to have
been blind to this notion that operates so invisibly but so consistently.
How can sunlight creep in? Advocacy. The word advocacy has its derivation in the Latin verb "advocare," which means to summon or to call. Despite the fact that the call of the mentally disabled was hard to hear due to
years of marginalization, stigmatization, and discrimination, many have indeed
heard and responded. If each advocate dedicates themselves to the idea of
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turning up the volume in a concerted and cohesive effort, educating those who
still may stand under the shadows of sanism, all the while stressing the concepts of dignity, liberty and self determination, that is what I would call an
ideal form of advocacy.
Thank you.
ASSISTANT DEAN ELLMANN: I want to thank all of the speakers
who had to say so much in a relatively short period of time. I can't resist
saying that this panel reflects and this report reflects something that when I
was doing this kind of law twenty-five or thirty years ago didn't seem anywhere near or true and that shows the tremendous value of the perceptions and
the work of users of advocacy.
I am very struck by what you all have done. On that note we are done
with this panel.
IV.

THE APPLICATION OF INTERNATIONAL HUMAN RIGHTS LAW TO
INSTITUTIONAL MENTAL DISABILITY LAW

MR. CONE*: Eric Rosenthal is the founder and Executive Director of
Mental Disability Rights International. On behalf of MDRI, Mr. Rosenthal
has trained activists in sixteen countries and investigated human rights conditions in psychiatric institutions, mental retardation facilities, orphanages, and
prisons in thirteen countries. He is the primary author of MDRI reports on
Mexico, Russia, Hungary, and Uruguay, as well as academic articles on international rights protections for people with mental disabilities. As a recipient
of the Humanitarian Award of the Mental Health Association of New York
City in 2001, Mr. Rosenthal was commended for his exceptional dedication
and leadership in advocating for the humane treatment of people with mental
disabilities worldwide. As a consultant, Mr. Rosenthal has served the World
Health Organization, the United States National Council on Disabilities, the
United Nations Special Reporter of Disabilities, and UNICEF.
Mr. Rosenthal received his law degree from the Georgetown University
Law Center in 1992 and his BA from the University of Chicago in 1985. He
has had a number of fellowships and it is an honor to have Mr. Rosenthal here,
and I know that we all look forward, and I know that I look forward, to hearing his comments.
MR. ROSENTHAL*: Thank you very much.
* Sydney M. Cone, III is the C.V. Starr Professor of Law and Director of the Center for
International Law at New York Law School and Of Counsel, Cleary, Gottlieb, Steen &
Hamilton.
* Eric Rosenthal is the founder and Executive Director of Mental Disability Rights International ("MDRI"). On behalf of MDRI, Rosenthal has trained activists in sixteen countries and
investigated human rights conditions in psychiatric institutions, mental retardation facilities, orphanages, and prisons in thirteen countries. He is the primary author of MDRI reports on Mexico (2000), Russia (1999), Hungary (1997), and Uruguay (1995), ass well as academic articles
on international human rights protections for people with mental disabilities. As a recipient of
the Humanitarian Award of the Mental Health Association of New York City in 2001, Mr.

